Abstract Psychological distress is a well-known complication in rheumatoid arthritis (RA), but knowledge regarding emotions and their relationship to participation restrictions is scarce. The objective of the study was to explore emotions related to participation restrictions by patients with early RA. In this study, 48 patients with early RA, aged 20-63 years, were interviewed about participation restrictions using the critical incident technique. Information from transcribed interviews was converted into dilemmas and linked to International Classification of Functioning, Disability, and Health (ICF) participation codes. The emotions described were condensed and categorized. Hopelessness and sadness were described when trying to perform daily activities such as getting up in the mornings and getting dressed, or not being able to perform duties at work. Sadness was experienced in relation to not being able to continue leisure activities or care for children. Examples of fear descriptions were found in relation to deteriorating health and fumble fear, which made the individual withdraw from activities as a result of mistrusting the body. Anger and irritation were described in relation to domestic and employed work but also in social relations where the individual felt unable to continue valued activities. Shame or embarrassment was described when participation restrictions became visible in public. Feelings of grief, aggressiveness, fear, and shame are emotions closely related to participation restrictions in everyday life in early RA. Emotions related to disability need to be addressed both in clinical settings in order to optimize rehabilitative multiprofessional interventions and in research to achieve further knowledge.
Introduction
Rheumatoid arthritis (RA) is a chronic disease that is often related to impairments of body functions and structures. Even early after diagnosis, it is also related to restricted participation in everyday life activities including basic activities as well as complex activities such as work and social interaction [1] [2] [3] [4] [5] [6] [7] . Although there has been a successful development of early and effective interventions with respect to the pharmacological treatment of RA, quite a lot of patients still report different aspects of disability [5, [8] [9] [10] . In addition to the physical aspects of disability, psychological distress is more common in patients with RA than among the general population [11] .
Understanding the relationships between emotional aspects and other aspects of disability is a complex issue, both because different models and definitions of disability are used and because of a need to consider interaction between biological, psychological, socioeconomic, and sociocultural mechanisms regarding influences and causation [12] [13] [14] [15] . Although measures of disease activity, pain, fatigue, activity limitation, sleep disturbance, and mental health are statistically related to each other, data do not provide very much information about the nature and mechanisms of emotional states in patients with early RA [14] . On the basis of existing data, it is reasonable for clinicians to assume that emotional aspects may affect the performance of a range of everyday life activities but also that difficulties in performing such activities may affect a range of emotional aspects of health [16] [17] [18] [19] [20] [21] [22] [23] [24] [25] .
In patients with predominantly a long duration of RA, a total decline in the performance of life activities is a predictor of depressive symptoms, but some activity domains such as recreation and social interactions seem to be more closely related to the onset of such symptoms [26] . In patients with early RA, measures of mental health are lowered in comparison with general population values, and they are more lowered in subgroups with a high Health Assessment Questionnaire (HAQ) score, which is a commonly used measure of difficulties to perform basic daily activities in RA studies [5] . Although these data on covariations give a general idea about possible influences, they do not provide details about everyday life contexts that may be helpful to know in order to understand disabling mechanisms and how these could be targeted in rehabilitation practices [7, 27] .
In order to meet the clinical needs of these patients, it is of course necessary to assess the need to address psychological symptoms as such, together with related impairments such as pain. However, within a comprehensive rehabilitation strategy [28] , an additional possibility for interventions is to address difficulties in performing a range of daily activities, which may contribute to psychological distress. Such interventions may address, for example, coping strategies, formation of knowledge, assistive technology, support, environmental attitudes, and social services and systems [15, 28] . In analogy with today's strategy of early pharmacological interventions, some patients may need early non-pharmacological interventions in order to support mental health as well as participation in life activities [5, 7] . A necessary condition of such interventions is that critical everyday life situations are paid attention to and related to interdisciplinary disability concepts in order to communicate knowledge between patients, relatives, rehabilitation professionals, employers, and social insurance agencies [7, 15] . In individual patients, the experienced relationship between psychological states and difficulties in the performance of life activities may of course vary, but exploring the range of patients' perspectives and qualitative descriptions in a systematic way may increase the awareness of clinicians and also contribute to the development of issues for quantitative studies at group levels [7, 28] .
Aim
The aim was to explore emotions related to participation restrictions by patients with early RA.
Materials and method

Design
In this study, critical incident technique (CIT) was used, which is a qualitative research method that collects data on life experiences in defined situations [29] . Data were collected through semi-structured individual face-to-face interviews. The International Classification of Functioning, Disability, and Health (ICF) was used for relating patient-described participation restrictions to interdisciplinary disability and rehabilitation concepts [15, 27] . According to the ICF definition, participation is involvement in a life situation, and participation restrictions are problems that an individual may experience in these situations [15] .
Participants for this study were recruited from the 522 patients that were included in the second cohort (TIRA-2) of the prospective multi-center early arthritis project with the Swedish acronym TIRA [5, 7] during 2006-2009. At inclusion, at 3, 6, and 12 months after inclusion in the TIRA study, and thereafter yearly, information concerning disease activity, disability, genetics, and ongoing disease modifying antirheumatic drugs were recorded. During the study period, patients were offered with treatment including pharmacological intervention, physiotherapy, occupational therapy, and social counseling depending on individual needs.
In addition to the inclusion criteria in the TIRA-2 cohort, the inclusion criteria for this interview study were patients aged between 20-63 years who had recent experiences of living the first 3 years after diagnosis. The inclusion started in 2009 and was taken from the 128 patients included in TIRA-2 during 2006. Of the 128 patients included in TIRA-2, 53 patients fulfilled the present study's criteria. These patients were invited to participate in the present study. Eleven patients declined, leaving 42 patients. The 11 patients, 8 women and 3 men, declined to participate due to lack of time, no daily life dilemmas as a result of RA, or lack of interest. Further, the first six patients from TIRA-2 who reached 3 years post-diagnosis in 2010 were asked to volunteer. All these patients agreed to participate giving a total of 48 patients in the study group. Socio-demographic characteristics at the time of diagnosis are shown in Table 1 .
Data collection
The data collection used the CIT, which means that there was a focus on human actions in real situations [29] . CIT implies a consequent use of open-ended questions in order to permit the patients to respond in their own terms, minimizing the imposition of predetermined responses. Interviews therefore started with questions such as: How is your everyday life? Can you describe an occasion in your everyday life, preferably during the last week, when you were hindered by or reminded of your RA? Follow-up questions allowed the patients to describe their situation and dilemma consequences in more detail, such as what happened and what thoughts and feelings were experienced (the interview guide is available upon request). Interviews lasted between 45 and 90 min, were digitally recorded, and transcribed verbatim. The interviewers (EV, AS, and GÖ,) were not involved in the clinical treatment of the patients.
Data analysis
In the next step, each description of a dilemma was linked to ICF activity/participation codes, by two authors (EVand MT), according to the updated ICF linking rules [30] . According to the linking rules, a dilemma could be assigned to one or several codes, and the most precise codes that were possible depending on what concepts were included in the descriptions. The ICF activity/participation codes are divided into domains. Each domain is assigned a chapter that contains several categories [15] .
For dilemmas with several ICF codes, the authors chose to set the highest ICF chapter number as the main concept, e.g., d920 is higher than d530, with other concepts of the same dilemma as "embedded categories" in a context of the former activity/participation category [7] . In this study only the main concept is used to categorize the dilemmas. The term participation is used to denote the performance of activities within a social context, from simple actions such as lifting an object to complex actions such as work and family relations, according to option 4 of annex 3 of the ICF. The prefix "p" is added to the numerical codes in the Results section to denote a participation aspect [30] . The ICF coding of the dilemmas was followed by a further interpretation of the emotions connected to these dilemmas. The interviews were analyzed using qualitative conventional content analysis [31] by the two authors (GÖ and AS). The interviews were read word-by-word with a focus on the patients' described emotions in relation to the dilemmas presented and then interpreted on the basis of the content. The condensed data were grouped into four categories of emotions based on nine subcategories ( Table 2 ). The ICF participation codes relating to the emotions described are included in Tables 3, 4 , 5, and 6. After the quotes were used in the Results section, the interview identification numbers are included in parentheses.
Ethical considerations
The study was approved by the Research Ethics Committee of the Faculty of Health Sciences, Linkoping University, no. M168-05 T84-09, Sweden.
Results
Note that in the results of this qualitative study, the use of quantitative words do not refer to frequencies in a certain population with early RA, but it is included in order to give the reader an overview of the material that contributed to the qualitative richness of the descriptions.
Most of the interviewed individuals with early RA described emotions due to participation restrictions. The emotional descriptions were found in 40 of the 48 interviews. Of the eight RA patients not using emotional expressions, five were women and three were men. The dilemmas described that included the emotional descriptions were related to seven of the ICF domains: general tasks and demands (5 emotional descriptions), mobility (19) , self-care (20) , domestic life (35), interpersonal interactions and relationships (49), major life areas (46), and community social and civic life (46). Within the limits of this paper, the different types of emotions found are presented in some detail below, and the related situations in terms of ICF activity/participation concepts are presented in tables: feelings of grief (Table 3) , feelings of fear (Table 4) , feelings of aggressiveness (Table 5) , and feelings of shame (Table 6 ). Feelings of grief and feelings of fear were most commonly described in relation to participation restrictions, and feelings of shame were less commonly described.
Feelings of grief
Hopelessness
Patients described hopelessness when they could no longer perform activities of major value in everyday life and when the body that they had relied on previously now limited work, leisure, or family life (Table 3) . For example, one man described how hopeless he felt when his intimate life was affected due to RA.
I. "My sex life is limited, does not work at all, sometimes because of pain and fatigue. I try to withdraw, reject her. I am a failure." (EV21M)
Sadness
Another type of "feelings of grief" was sadness, which was experienced in relation to having difficulties in ordinary movements like walking or kneeling (Table 3) . In relation to employed work, sadness was experienced when having difficulties with carrying and gripping tools and when having difficulty to continue work. Sadness was also described when having to refrain from doing activities with children and grandchildren, such as playing soccer, carrying, driving, or assisting them. II. "I don't have the energy to be with my grandchildren, I don't have the energy to answer questions, the children become sad, I become sad, why did I say that to them." (EV17W) 
Insufficiency
Insufficiency was also a part of "grief feelings," which was described in situations that included recurrent difficulties in domestic life with cooking meals or in shopping when not being able to carry grocery bags (Table 3) . Insufficiency was also related to difficulty, remaining in a sitting position, or when experiencing pain when walking home from work.
III. "Tougher to walk home from work, I would like to go out walking and feel no pain." (EV22W)
Feelings of fear
Illness fear
Feelings of fear such as illness fear was expressed in relation to not being able to take care of one's health, in becoming worse, and being unable to perform family duties in taking care of others (Table 4) . Illness fear was also related to thinking about potentially increasing sleeping problems, having to reveal RA at work if work capacity diminishes, or in relation to catching colds.
IV. "Something that stops me is seeing my grandchildren when they have a cold, because for a while I just soaked up bacteria, that is, I am afraid of getting sick, there I have, there I am extremely careful, for a while I was very susceptible as soon as someone had a cold." (GÖ2W)
Fumble fear
Another type of fear expressed was fumble fear, which was a recurrent emotion described in relation to situations where the patients were afraid of fumbling, falling, or letting go of (Table 4) . Fumble fear made it less possible to participate in those activities the individual used to enjoy. Fumble fear was also related to choosing to refrain from carrying things or children.
V. "It bothers me that I have difficulty putting my grandchild on the bike, it's the feeling of being unable to do it which is hard." (AS1W) 
Feelings of aggressiveness
Anger
Feelings of aggressiveness such as anger were expressed when having difficulty with hand use such as threading a needle, opening plastic bottles, or peeling potatoes (Table 5) . Anger was also expressed in relation to not being able to continue to play musical instruments or when failing in taking care of oneself and relatives, for example with Christmas preparations and other home duties.
VI. "I was going to make a 'Jansson's Temptation' [a typical Swedish Christmas dish] for Christmas. I was going to peel a kilo of potatoes, but my fingers get stuck and I get cramps, and my fingers lock. I get irritated and angry, I want to finish and not spend the whole day making one 'Jansson's Temptation'." (AS8W)
Irritation
Other aggressive feelings were irritation and frustration that were described when experiencing difficulty in opening doors or gripping tools ( Table 5 ). The patients described being irritated by restrictions when using stairs or having problems using public transport. The patients also described irritation when not being able to socialize as much as they wanted to with family and with friends.
VII. "When I am invited out in the evening and there is nothing special happening, then I can become very tired, it's something I do not really recognize about myself and that makes me irritated." (AS5W)
Feelings of shame
Embarrassment
Feelings of shame such as embarrassment were described in relation to public appearance (Table 6 ). Embarrassment was described in relation to being unable to go jogging with friends or when visiting public WCs. It was shameful to let others see them limping or show that working on the sales counter had become impossible. Embarrassment was also described when being unable to care for one's children.
VIII. "I could not have both kids at home when I felt bad due to my RA. I was at home with my daughter and left my son at kindergarten. He did not like it there at all and I felt really guilty about leaving him there." (EV9W)
Feelings of exclusion
Feelings of shame and otherness were described when not being able to act like everyone else, here called feelings of exclusion (Table 6 ). At work, exclusion was experienced when not being able to increase work pace or when not being able to carry and use the stairs. The patients described feeling different and excluded when not being able to wear the right type of shoes or when not being able to dance and party as before. One patient described feeling like a second-class citizen due to not being economically self-sufficient. In the quote below, worries for the future [illness fear] are also a recorded emotion.
IX. "Thinking about the future … I'm worried about the social insurance rules. That I would not be able to go on sick leave (receive economic benefits). To be treated as a second-class citizen." (AS6W)
Discussion
In this study, patients with early RA described a spectrum of emotional states, and related these to different dilemmas in their everyday life, which could be linked to interdisciplinary activity/participation concepts of the ICF. In comparison with the existing knowledge about mental health in today's patients with early RA [5] , this study provides new aspects that may contribute to the understanding of mechanisms and interactions between different aspects of disability in these patients and possible ways to support their mental health. Existing knowledge regarding early RA is mainly based on predetermined questions such as whether one has "been a very nervous person" or "felt so down in the dumps that nothing could cheer one up" [5] . Such kind of questions are somewhat decontextualized and focused on what could be called psychological traits and on reducing emotions to a general measure of "up" or "down" feelings rather than relating to a social context and describing complexity. Although the mentioned approach to mental health makes things easier to measure and generalize, it has to be alternated with qualitative approaches that focus on how patients feel and what they are worried about.
The interviewees with early RA described everyday life dilemmas in seven of the ICF domains [15] . Most emotional descriptions were found within the domains of interpersonal interactions and relationships, major life areas such as work, or in community social and civic life such as recreation and leisure time. The results suggest that certain emotions are experienced as a result of RA-related participation restrictions. The emotions described, namely feelings of grief, aggressiveness, fear, and shame, were often experienced during social interactions with relatives, friends, workmates, animals, or the public. Most emotions were related to interaction and how the individual interpreted the situation and context [32] . Some of the feelings, such as illness fear, were described as related to more general worries for the future and possible increased disability due to RA. Of course, feelings of worry and hopelessness may, to some extent and in some persons, also be understood as an individual trait, and that kind of distinction was not possible to make in this study.
Although most of the patients in the present study were prescribed with medication and were working [5, 7] , they reported sadness, anger, fear, and shame in relation to different life situations. In individual patients, it may be clinically important to address such situations, including the emotional aspects as well as the practical conditions of performance of activities and environmental attitudes. Although patients with RA in general do not report more feelings of shame and guilt than healthy controls [33] , the results of this study suggest that some patients with early RA could benefit from support regarding this aspect. In clinical practices, one way of identifying RA patients with an early need for comprehensive interdisciplinary assessments is to pay attention to the HAQ score, which is often documented but not always used for decision support [5] . With respect to performance of daily activities, the term subclinical disability has been suggested to denote behavioral modifications that become necessary before activities become impossible to perform [34] . According to Katz et al. [34] , subclinical disability may be a valuable marker of individuals in a disability transition phase who are particularly susceptible to interventions that would enable them to maintain functioning. Reasonably, this is also applicable to their mental health, especially if related aspects of daily activities can be identified and targeted [27] .
A nursing clinic, specialized in newly diagnosed RA patients, underlined the importance of patients receiving support for their feelings, such as frustration and fear of the future [35] . Investigating psychological well-being [11, [16] [17] [18] [19] and emotions [35] in relation to RA is necessary to begin to understand what type of interventions the patients can benefit from and to develop interventions based on patients' experiences of [25] . Edwards et al. [36] have shown that cognitive and emotional processes are crucial contributors to the interindividual differences found in perception and impact of pain and argue that depression and fear (catastrophizing) should be the target points in multimodal management and treatment of RA. We argue that professional expertise need to be combined with knowledge built on patients' experiences such as in present study. The descriptions of emotions of different kinds in specific situations can be used in multi-professional interventions. Some of the patients in the present study expressed illness fear in relation to sleep disturbances. They already experienced sleeping problems and were afraid of this increasing. RA research has shown that pain and depression play a significant role in sleep disturbance [37] . However, sleeping problems might also be related to the current social situation and worries about work capacity and economic situation. Receiving help with one's financial situation and worries are of course necessary for some patients; however, some may feel that this is a too shameful topic to bring up in counseling as it can lead to feelings of loss of personal power and control, not at least among men [38] .
In the present study, patients' emotions were often related to situations in which others were involved, and these situations included, for instance, having to refrain from closeness and playful situations with children and loved ones. For some patients, RA also negatively influenced partnerships, no longer being able to enjoy cuddling and sex, or in losing a companionship that was previously based on conducting recreational activities together.
Negative emotions in relation to RA have been previously described [22-25, 35, 39, 40] . Hill et al. [39] found that one third of RA patients experienced adversely affected relationships. In a recent focus group study on fatigue in RA patients, participants expressed that they had become hard to live with due to their experienced negative emotions: sense of hopelessness, shame, anger and irritability, and fear [24] . Similar feelings were also found in the present study: sadness, anger, feelings of fear, and shame.
This highlights that although the family life of patients with RA is affected by negative feelings, research has shown that patients do not discuss family life or intimate relationships with healthcare professionals [25] . In a South African study of persons living with RA, patients' experiences were comparable to a Swedish context in describing negative feelings in everyday life; some patients expressed difficulties in intimate relationships such as discomfort in having another body in the bed [40] . In the present study, patients described having negative feelings due to RA in the domain of interpersonal Unable to receive sickness benefits and make a living Economic self-sufficiency p870 1 Wearing high heels, wearing ski boots, having enough leg space and getting out of the seat in public places, withdrawing from socializing, going on a cruise
Recreation and leisure p920 6
28
ICF International Classification of Functioning, Disability, and Health interactions and relationships in relation to family and intimate relationships.
In the present material, men seemed to talk about emotions as much as women did. Previous research has found that men use illness experiences as a way of verbally expressing emotions, unlike women, [40] and that men with RA experience more pressure in not being able to be the breadwinner [38] . Future research may investigate masculinities and men's experiences of RA to further verbalize men's strategies in living with a chronic disease [41] [42] [43] . Our results indicate different aspects of emotions related to participation in different activities in a social perspective with respect to patients with early RA. These aspects could be further studied regarding quantitative issues such as possible differences between women and men.
Strengths and limitations
The patients in our study were recruited from a well-defined early RA cohort, and they were offered with medication and multi-professional interventions based on individual needs [5] . The CIT is an established method of collecting data and so is content analysis [7, 21, 30] . Moreover, the analysis was made in cooperation with several researchers in identifying emotions and dilemmas and classifying the dilemmas with respect to ICF codes. We believe that this procedure has made the results valid. Because of the qualitative approach, quantitative generalizations of the results with respect to different groups with early RA are not possible, and that was not the aim of the study. It is possible that deeper and repeated interviews could have provided even more details about situations and emotional aspects. However, the described range of emotions related to everyday life situations and the clinical relevance of knowing this are not likely to be overestimated.
Clinical implications
Even in patients with early RA, psychological distress is a possible complication that has to be addressed by clinicians. This study explores the patients' perspectives with respect to their experiences of critical everyday life situations and the spectrum of emotions related to such situations. The described emotions and situations are linked to interdisciplinary activity/ participation concepts. An increased professional awareness about this may support early identification of such situations and individually appropriate interdisciplinary interventions both with respect to the emotional aspects as such and the related activity/participation aspects.
